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The Cancer Planning Committee (CPC) comprised of varied partners listed on page three met over
2008 and 2009 to complete this comprehensive cancer prevention and control plan for the Tohono
O’odham Nation (TON). The purpose of this plan is to reduce the cancer burden for tribal members,
as well as enhance the quality of life of cancer victims and their families.

From the beginning of the planning process, the CPC thought it crucial that we hear from the
Nation mémbers. During the summer of 2008, focus group interviews were conducted in order to
gain an understanding of cancer prevention, screening, treatment and quality of life issues on the
Tohono O'odham Nation. Information from the Nation members was also gathered during the 2009
Cancer Education and Awareness Day held in June. The following are a list of challenges that
cancer patient’s deal with after they are diagnosed with cancer and other concerns expressed by

Nation members at the Education and Awareness Day.
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» Losing their jobs and ending up on Social Security.

= Can’t eat certain foods. 4 4

« Not as active.

» Fear of cancer coming back...the person may feel careful.

« Treatment side effect...Cancer patients lose hair, sleep a lot.

 Transportation to doctors.

» Lodging assistance if staying overnight.

« Support groups would help those who are going through treatment. Need support for families.
Education on treatment for family members, need advocates.

= CHS or Social Service can provide a paid position or a regular job to be a navigator.

= Elders and those who have cancer do not want to be a burden to family members.

« Caregivers take care of the family member.

- Palliative, end-of-life, if they are end stage then need hospice, which can provide 24/7 care.

» Need help with cancer pain. '
























During the summer of 2008, focus grm-.lp interviews were conducted with members of th;?.- Tohono
O’odham community in order to gain an understanding of cancer prevention, screening, and
treatment and quality of life issues on the Tohono O’odham Nation. Some participants talked
about the utilization of medicine men that were consulted for a health problem and then were

referred to western medicine because the traditional medicine could not help the specific illness.

“The Medicine Man saw the point where the medicine could not help...there are things | can’t do...

- -

- 50 you need to see the white man.”

The Tohono O’odham Himdag, “our path,” refers to a “way of life inclusive to culture, heritage,
history, values, traditions, customs, beliefs and language. This way of life includes a crucial
balance between the mental, physical, and spiritual health of an individual, family, and
community. Himdag incu-rpnrates everything in life that makes us unique as individuals and as

a peuhla. It is a lifelong journey.

The following are elements of Himdag:
« Arts

« Beliefs

» Community

. = Games .

« Harvesting

« Language

« Land

* Medicine

« Mobility

« Past, future, journey in life...

* Relatives :

« Songs

« Storytelling :
= Spirituality $
« Sensitivity

« Value

Cancer Awareness Project, Focus Group Report, 2008-Agnes Attakai, MPA s







Primary health care on the Tohono O’odham Nation is delivered through the Tucson
Area IHS with direct care services being provided by the Sells Service Unit. The service unit is
an 18-bed hospital and aa-'ni.::ulalttzlvr'_q,.lr care clinic located in Sells, AZ and threé other sites:
San Xavier Health Center, San Simon Health Center and Santa Rosa Clinic. Patients may

sometimes be referred to Tucson, 60 miles east of Sells, or to Phoenix, 120 miles north of Sells.

Maplof SellsSTHospitaland cliniclocations
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The TODHHS began to strategically and systematically develop its capacity to address cancer,
building upon a strategic plan developed in 2000 that focused on three health priorities:
diabetes; substance use and violence; and injuries. The strategic plan, in 2005, added cancer.
Based on the successful experience addressing other public health issues, TODHHS staff
knew that a good planning and assessment process was needed to build the foundation for

=

comprehensive cancer services over time.






While the count of cases reported to the central registry varies from year to year, over the
12-year period, 1995-2006, an average of 28 cases amnng.TﬂH members were diagnosed and

- reported each year.

A Comparative Analysis of Primary Site Incidence between TON Members and All Arizona
Resident Invasive Cancer Cases - All Cancer Cases Combined:
- When comparing cancer cases among the TON members with all Arizonans the sex ratio differs

between the two groups. TON has more female cases than male cases (52% to 48%) while Arizona

has more male cases than female cases (53% to 47%).

TOHONO O’ODHAM NATION ARIZONA
2 i WOMEN 52%
' | MEN 48%

MEN 53%

= WOMEN 47%
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Analysis of primary sites also shows differences. Kidney cancer (14% of all malignancies) is
the leading type of cancer for TON members. Among all Arizonans, kidney cancer ranks ninth

' (3% of all cases).
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Uterine cancer comprises a greater percentage of all TON cases (8%) than it does for Arizonans |
(2%), and TON cases have double the number of unknown & ill defined cancer cases (7%)

compared to all Arizonans (3%). (See Appendix 2, Figure 1 and Figure 2.)
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Male Cancer Cases:

When comparing TON male members against all Arizona males, kidney cancer stands out as a
large burden for TON males: 20 percent of male TON cases are kidney cancer cases. For all
Arizona males, kidney cancer cases comprise only 3% of cases. Prostate (14%), liver (10%),

ill defined and unknown (9%), colorectal (7%) and stomach cancer (6%) are the next most

frequent sites for TON males. Prostate cancer among Arizona males is by far the most common

type of cancer at 28 percent. Prostate cancer is followed by lung, colorectal, bladder, and melanoma.

(See Appendix 2, Figure 3 & Figure 4.) - | y




TOHONO O’'ODHAM NATION MALES
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* Prostate Cancer

» Liver Cancer
~ « Il defined & unknown

’ * Colorectal Cancer

» Stomach Cancer

Female Cancer Cases:

ARIZONA MALES

* Colorectal Cancer
— —

. Bladder Cancer

. Melannma Skm Cancer

TON females and all Arizona females are most likely to be stricken with breast cancer

(21% and 32% respectively). The next most common cancers for TON females are: uterus

(15%), kidney (7%), colorectal (6%), ill-defined sites (6%) and stomach (5%). For Arizona

females the most frequent cancers diagnosed after breast cancer are: lung (14%), colorectal

(10%), uterus (5%), non-Hodgkin lymphoma (4%), and ovarian (4%). (See Appendix 2, Figure

5 and Figure 6.)
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Analysis of Selected Primary Sites by Age Group and Sex for TON Cancer Cases
Table 11 and Table 12 provide the counts by age groups for certain cancer sites. The median age
of diagnosis of cancer was 63 years for TON males and 57 years for TON females. In comparison,
the median age at diagnosis for all Arizona resident males is 69 years and 67 years for Arizona
females. For TON members, childhood and adolescent cancer aged 0 to 19 years (6 males and

7 female cases) totaled 13 cases (3.8%). TON young adults aged 20 to 39 years represent 37
cases (10.9%) of all cases. No individual cancer type stood out for the 11 male cases in this age
group. However, uterine (7 cases) and breast cancer (6 cases) represented half of the 26 female
cases of this age group. For TON males, kidney cancer (8 cases) begins to appear in the 40 to

49 year nl& age group. For TON females, the 50 to 64 year ag}e group shows the most cases of

all female age groupings (62 cases). Almost half these cases are breast and uterine cancer cases.

For TON males most cases are diagnosed in the oldest age category, 65 years and older

(74 cases). For TON males in this category, 38% of cases are diagnosed in the prostate or h:i«:ln.t.'“j,.lr.2

i

TABLE 11 E
Case Count: Site by Age Group for Male TON Cases, 1995-2006 _,j .
65 yrs [ ‘
4 . 0-19 20-29 30-39 40-49 50-64
Primary Site yrs yrs yrs yrs yrs and Total oed +
older , :
Colorectal 0 0 2 1 a al 1] || |
Lung 0 0 0 0 1 7 8| L
Prostate 0 0 0 0 6 17 23 |
Kidney 0 0 0 8 15 11| 34 |
All Other Cases 6 2 7 8 30 35 88 r
Total 6 2 9 17 56 74 164 |
|
TABLE 12 .[— _,J'
Case Count: Site by Age Group for Female TON Cases; 1995-2006 ' f
65 yrs el ]
d . 0-19 20-29 30-39 40-49 50-64
Primary Site and Total
yrs yrs yrs yrs yrs older l
Colorectal 0 0 0 2 5 4 11 -
Lung 0 0 0 0 3 0 3
Breast 0 0 6 % 17 10 37
Cervix 0 1 2 3 1 0 7
Uterus 0 1 6 4 13 2 26 |
Kidney 1 0 1 2 5 3 12 -
All Other Cases 6 2 7 7 18 41 81
Total 7 4 22 22 62 60 177 —-J .
|
2|I!|.nal_'b,|r5is of Tohono O'odham Nation Cancer Cases Diagnosed From 1995-2006, Appendix 3 l






Analysis of TON Cancer Survival as Compared with All Arizona Residents
Cancer Survival

This analysis presents ;he survival of all cancer sites, regardless of any épeciﬁc factors that
may affect survival, between the TON member cancer cases and all Arizona cancer cases.
For this survival analysis, cases with multiple primaries were excluded. TON member
observed actuaﬁal3 survival varies he_tween 11.7% and 6.4%, lower than the survival of :-__ill

Arizonan cancer cases (See Figure 19). However, survival is affected by factors such as

primary Site, stage of disease, and age of patient. These factors are not included in this analysis.
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Observed actuarial survival is used for this analysis. The observed rate indicates that age was not taken into account.
Actuarial survival defines survival at specific time intervals at which all cases dropping out since the last defined time point
is analyzed. “The Actuarial method assumes that only half of those individuals were at risk at the time of the deaths". The
Actuarial method was developed for grouped data. SEER Cancer Website. Retrieved 8/14/09 from
http:/fseer.cancer.goviseerstat/508_WebHelp/Method_of_Calculation_for_a_Survival_Session.htm.













Introduction

Cancer Prevention and the Tohono O’odham Nation

The Prevention Chapter of the Tohono O’odham Nation Comprehensive Cancer Control Plan
documents how the Nation can increase its capacity to address primary cancer prevention at
both the individual (lifestyle) and community levels. By addressing preventable risk factors
(i.e., obesity, commercial tobacco use, excessive alcohol use, unprotected sexual intercourse,
etc.) individuals and the Nation as a whole can take action and not only reduce their risk for
cancer, but for most chronic diseases, including diabetes, cardiovascular disease,

cerebrovascular disease, and chronic respiratory diseases.

Why Prevention?

The ultimate goal of prevention is to promote healthy behaviors and risk reduction for a
variety of diseases including cancer. Cancer is caused by changes in genes that normally
control the growth and death of cells. Certain lifestyle and environmental factors can change
some normal genes into genes that ailnw the growth of cancer. Many gene changes that lead
to cancer are the result of tobacco use, alcohol use, diet, ghesity, lack of physical activity,
exposure to ultraviolet (UV) radiation from the sun, or exposure to carcinogens
(cancer-causing substances) in the workplace or in the environment. In addition, viruses,
such as the human papilloma virus (HPV), and hepatitis B (HepB) increase thé risk of some
types of cancer. When the above risks are avoided, a healthy individual can reduce their
cancer risk by more than half. According to the American Cancer Society, lifestyle factors
such as cigarette smoking, lack of physical activity, poor nutrition and obesity contribute to

about one-third of U.S. cancer deaths each year*.

‘Arl'ltl'lﬂln Cancer Society Facts and Figures 2007  http:wew.cancer.org/downloads!STTICAFF200TPWSecured. pdl



For American Indians, cancer and other leading causes of death such as heart disease and

diabetes-related complications are usually linked to the previously mentioned preventable risk
factors. Knowledge, attitudes, and health behaviors related to environmental exposures are

also important considerations for preventable cancer risk among American Indian people. .
Obesity: the Nutrition and Exercise cancer connection

Until the second half of the 20th century, the Tohono O'odham were almost entirely food
self-sufficient utilizing agricultural practices that date back over one thousand years.The
causes for the decline in subsistence farming/gathering are complex and multifaceted. Many
Tohono O’odham worked away from the homelands taking jobs as field labor for cotton
growers, with the railroad, in construction, or they joined the military or attended boarding
schools or training schools. Living and working away from Tohono O'odham lands reduced
the opportunity to plant, harvest and hunt, and increased the consumption of commercial foods.

Today, the diet of most American Indian families, including the Tohono O'odham is high in
refined carbohydrates, fat, and sndiﬁ?n. This is due to the high consumption of foods sﬁch as
bread, potatoes, and meat that have been fried and a low consumption of lean meat, dairy
products, vegetables, and fruits. This “westernized” diet has led to high rates of obesity among
most Americans, but especially among the O'odham. According to the American Cancer
Society more American Indian/Alaska Native (Al/AN) than non-Hispanic White (NHW) men and
women aged over 20 years reported being obese; and, correspondingly, more Al/AN than

NHW persons aged over 18 years reported no leisure time physical activity.® |

5
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With such a diet and lack of physical activity, obesity has become an increasing problem
for American Indian people. Obesity increases the risk for cancers of the breast, endometrium,
colon, and kidney. A diet that is high in red meats (beef, lamb, or liver) and processed meats
(hot dogs, bologna, and luncheon meat) can increase colorectal cancer risk. Methods of
cooking meats at very high temperatures (frying, broiling, or grilling) create chemicals that

might increase cancer risk. Men who eat a lot of red meat or fatty foods seem to have a greater
chance of getting prostate cancer and possibly kidney cancer. These men also tend to eat
fewer fruits and vegetables. Physical activity is associated with a reduced risk of cancers of
the colon, breast, prostate, lunch and endometrium (lining of the uterus).

The American Cancer Society and National Cancer Institute suggest eating less red meat
and fat, eating whole grains and eating five or more servings of vegetables, fruits, each day.
These guidelines provide a healthful approach to eating that may help lower your risk for

some other types of cancer, as well as other diseases.

Substance Abuse and Other Behaviors as Risk Factors

Commercial Tobacco Use: Smoking {'particularly cigarettes) exposes the body to many .cancer
-causing chemicals (carcinogens) that affect more than the lungs. These harmful substances
are absorbed by the lungs and are carried in the bloodstream throughout the body. Smoking

is the leading risk factor for lung cancer. In addition to increasing lung cancer risk, women
who smoke are about twice as likely as non-smokers to get cervical cancer. While smoking is
a well-known cause of I_ung cancer, some of the cancer-causing substances are swallowed and
can cause digestive system cancers, such as colorectal cancer. People who don’t smoke but
who breathe the smoke of others (environmental tobacco smoke) may also be at a higher risk
for lung cancer. Non-smoking spouses who live with a smoker, for example,have about a 20%

to 30% greater risk of developing lung cancer than do spouses of non-smokers.



Non-smokers exposed to tobacco smoke in the workplace are also more likely

to get lung cancer. There appears to be wide variation among tribes and regions in the extent
of tobacco use. Compared to other tribal communities, the Nation has low commercial tobacco
usage and low lung cancer cases (see Diagnosis and Treatment Chapter).

In addition to cigarette smoking and alcohol use, smokeless tobacco (chewing tobacco and
snuff) is popular in many American Indian communities, especially among young penpl_e.

Oral and nasopharyngeal cancers, which are closely associated with smokeless tobacco use,

are much more common among males than among females (Horm and Burhansstipanov, 1992).

For both men and women, smokeless tobacco use often begins during adolescence. Current
smoking prevalence among persons aged over 18 years was higher among Al/AN persons
overall than among NHW persons, however was less in Southwest.

Few tribes and tribal communities have passed and implemented comprehensive tobacco
policies. Currently only two tribes, the Black Feet and Fort Peck have such policies. The
challenges of passing tobacco policies in tribal communities include the issue of sovereignty,
lack of funds, lack of tobacco advocates, the selling of tobacco products in the gaming
industry and by tribal enterprises. Currently on the Nation, the Nation does not have a
nn—smnking policy for tribal departments, programs and schools. However, the Indian Health
Service does have a smoking policy. The proposed strategies focus on preventing or reducing
the number of young people who begin smoking. The state of Arizona recently became a

smoke free state, passing a law that prohibits smoking in all enclosed public places, including

bars and bowling allies.

B
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Heavy alcohol use: Long term and heavy drinking increases the risk for cancers of the
colon and rectum, esophagus, mouth, throat and larynx. Alcohol use should be limited to no
more than two drinks a day for men and one drink a day for women. The United States Preventive
Services Task Force (USPSTF) recommends that adults be screened and receive behavioral
counseling in a primary care settings to reduce alcohol misuse. Heavy drinking not only
increases social problems but also has other serious consequences, such as suicide, homicide,
and accidents, which contribute significantly to disability and early death. For American Indian
women who drink during pregnancy, there is the additional risk of having babies with severe
developmental disabilities—fetal alcohol syndrome or milder forms of disabilities associated
with fetal alcohol effects.

Whereas heavy drinking was more common among men than among women, in both
populations, the percentage of Al/AN persons aged over 18 years who consumed more than

five drinks on one occasion was higher overall than that of Non-Hispanic White adults.’

Human papilloma virus infection: The most important risk factor for cervical cancer is
infection by the human papilloma virﬁs (HPV). HPV is a group of more than 100 related ’viruses.
Low rislvf papilloma viruses cause benign growths called papillomas or warts that have almost
no malignant potential. HPV is passed from one person to another during skin-to-skin contact
during sex - including vaginal intercourse, anal intercourse, and possibly even during oral sex.
High risk HPV viruses are associated with pre-cancer and cancer of the cervix, as well as the
vulva and vagina. Persistent high-risk HPV infection is required for the development of cancer.
The prophylactic HPV vaccine protects against the two viral types associated with 65% of all
cervical cancers and the two viral types associated with 95% of all genital warts. The vaccine
is optimally effective when given to girls before they become sexually active. The most

important aspect of preventing cervical cancer is regular, age appropriate screening
Tmnl;anc-anctr Society  http:wwwiinterscience wiloy.comécgi-binfulltextM16330621/POFSTART



(per recommended guidelines), Pap tests with or without high-risk HPV testing, and timely

follow up to a positive test.

Chronic infection with hepatitis B virus (HepB) is a common cause of death associated

with liver failure, cirrhosis, and liver cancer. HepB is transmitted by exposure to infectious
blood or body fluid such as semen and saliva. Those most susceptible to HepB infection are
hemodialysis patients, pregnant women, and people known or suspected of having been
exposed to HebB (i.e., infants born to HepB-infected mothers, household contacts and sex
partners of infected persons, and persons with known occupational or other exposures to
infectious blood or body fluids). Hepatitis B vaccination is highly effective in preventing

infection with HepB and consequent acute and chronic liver disease.

Skin Cancer and Sun Safety

Ultraviolet (UV) radiation from the sun is the main cause of skin cancer. Energy from the sun
actually is a form of radiation. It consists of visible light and other rays that people can't see.
Invisible infrared radiation, for instance, makes sunlight feel hot. UV also is invisible, and
causes §unburn and sun tan. ;

UV rays damage the skin’s deoxyribonucleic acid (DNA), which is the genetic material that

makes up genes. Genes control the growth and overall health of skin cells. If the genetic

damage is severe, a normal skin cell may begin to grow in the uncontrolled, disorderly way of

cancer cells. UV also can cause sunburn, and other damage that makes the skin look

prematurely old and wrinkled.

-]
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Two kinds of rays exist in ultraviolet radiation:
« Ultraviolet A (UVA)
« Ultraviolet B (UVB)

Scientists once thought that excessive exposure to UVB rays was the main cause of skin
cancer. Now they think that UVA also is involved. That's why it is important to use a sunscreen
product that protects against both UVA and UVB rays. In addition to sun screen, it is
recommended to cover up (wide brim hats, long sleeve shirts, pants), and if possible avoid
outdoor.activity during the highest exposure times (10am to 3pm).

Anyone can get skin cancer. Although most cases occur in people over age 50 with fair
skin, it can develop in younger people, those who work outdoors and those with dark skin.

In general, an individual's lifetime exposure to UV light determines her/his risk. Evidence
shows that sunburns during childhood increase the risk for skin cancer. Skin cancer is one of

the top five cancers among American Indians at the Phoenix Indian Medical Center.’

Challenges: Where is the data?

To develop prevention programs and track the progress towards reducing the risk factors for
cancer, research and statistical data are needed. Unfortunately, among the Tohono O’odham
people, there are very limited and incomplete data on cancer-related knowledge, attitudes and
behaviors as well as cancer prevalence for the Nation. Our committee reviewed the Tohono
O’odham Community Health Assessment conducted 2000-2001 and the Tohono O'odham 2007
Youth Risk Behavior Survey to obtain baseline information to measure the effectiveness of the
proposed interventions. Both provided small numbers of respondents and therefore any

evaluation would be difficult. The Guide to Community Preventive Services and the Healthy

People 2010 Leading Health Indicators were reviewed in creating the prevention chapter because

they were cancer related or had the capability to track interventions.
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In the interpretation of these findings, please keep in mind the percentages do not include
members of the TON population who may have received screenings elsewhere. This could
have occurred if the TON member had private health insurance or was enrolled in AHCCCS.
Overall, the percentage of the eligible population screened was highest for cervical cancer

while prostate and colorectal cancer screenings were lowest.

Percentage Screened for Each Cancer by
Clinic
c 109 g ¥
U -
E el rio . San Xavier
P EF g Uu-n ¥
8895 8§
32 &0
Breast Cancer Cervical Cancer | Colorectal Cancer | Prostate Cancer
# San Xavier 29.9 1 61 15.03 " 20.33
| Santa Rosa 43.2 52 6.37 12.1 :
Sells 38.3 55.6 15.97 20.07
na e T i ———— — e

DISCUSSION : y
The findings in the Report on Breast, Cervix, Prostate and Colon/Rectal Cancer Screening in
the Tohono O’odham Nation Population [See Appendix 2 ft/:rr entire report] represent an analytic
snapshot of a first phase data extraction effort. However, the findings also provide the
opportunity for making some comments in terms of their potential implications for: cancer
screening rates in the Tohono O'odham Nation population; the development of cancer
prevention efforts; and the determination of the magnitude of the existing cancer burden.

In the interpretation of these findings, keep in mind they do not represent members of the
TON population residing in Arizona who do not use IHS medical care services, nor do they

represent the population of TON members residing in Mexico.




The findings of this report are generated from a review of patients recorded as having
received a cancer screening test and consist of two distinct categories of patients. One
category is made up of asymptomatic individuals self referring or referred by the medical officer
because of age or family history for screening test (true number of patients screened). The
other category consists of individuals reporting to the medical services provider with
suspected early symptoms or signs of cancer who were then subjected to a diagnnstic_
screening test.

In order to realize the preventive benefits of screening and early intervention, and make
meaningful prediction for targeted screening goals for the planning and development of
intervention strategies to improve screening rates, it is imperative to be able to distinguish
between these two categorical populations of patients. The first step toward decreasing the
morbidity burden of cancer is to increase the population of patients in the category of
asymptomatic screening pool, while decreasing the category of patients receiving diagnostic
screening tests.

By only analyzing patients using the IHS services, this effort will miss counting patients
receiving the screening tests outside of the IHS clinical care services as well as individuals
who are gligible for consideration in the denominator of the rates generated. The cancer
screening rates in this report, as well as those in the Government Performance and Results
Act (GPRA) reports, do not represent the true screening rates for the Tohono O'odham Nation
population. In addition, these rates are more representative of a measure of the IHS clinical
care services function, rather than the capacity of its existing primary care services of health

education and health promotion to provide primary care preventive services.



Notwithstanding these shortcomings, the findings indicate a much smaller number of males
in the clinic user population when compared to the female users, suggesting a need to develop
strategies that will increase the number of male users of the medical care services. In addition
to a low clinic utilization rate for males, the fact that less than 20% of the male population seen
at the clinic was screened for prostate cancer suggests that there is room for improvement
both in terms of the number of males using the clinics, as well as the percentage of mal_e
patients receiving screening tests. Given that GPRA data reflects all patients who received or
refused screening tests, and there were no recorded cases of refusal, it can be assumed that
all patients who were offered a screening test accepted. This suggests that caregivers can play
a meaningful part in increasing the number of patients who receive screening tests.

The colorectal cancer screening findings provide us with an opportunity to make some
assumptive comparisons on the rate of cancer screening for a given cancer based on gender.
The finding in colorectal results is that while the population of female clinic users was almost
twice that of the male users, the average percentage screening rate for males was twice that
of females. Based on clinical practice and public health practice experience, a plausible
explanation of this finding is that male clinic visits were for suspected symptoms, which

required diagnostic screening testing."

&

" Report on Breast, Cervix, Prostate and ColonRectal Cancer Screening in the Tohono O'odham Mation Population;
Report fo the Tohono O'odham Nation, Joseph B, Hawes MD, MPH, Senior Medical Epidemiology Consultant



GOAL 2 - Increase the acceptance and utilization of available cancer screenings

Objective 2.1: Begin discussions with the Arizona Department of Health Services (ADHS) about
including TON in the state Behavioral Risk Factor Surveillance System (BRFSS).

Strategies:

1. Meet with ADHS to determine requirements for including TON in the BRFSS.

2. Educate TODHHS leadership, TON Health Oversight and Legislative Council on the benefits
of participating in the BRFSS.

Objective 2.2: Begin discussions with the TODHHS about including additional questions related
to cancer in the Community Health Assessment (CHA).

Etrategiés:
1. Meet with TODDHS to determine requirements for including additional cancer related
questions in the CHA.

Objective 2.3: Begin discussions with the IHS about receiving comprehensive cancer screening
data on a regular or on an as-needed basis.

Strategies:
1. Meet with IHS in order to discuss methodology for compiling comprehensive cancer
screening data.

Objective 2.4: Obtain more information from the Nation’s members about cultural and other
considerations needed to enhance acceptance of cancer screenings.

Strategies:

1. Conduct group discussions throughout the TON. b

2. Obtain information at annual cancer summit and other large gatherings throughout the TON.
Objective 2.5: Conduct regular breast, cervical, colorectal and prostate cancer screening
awareness campaigns throughout the Tohono O'odham Nation.

Strategies:

1. Develop culturally relevant cancer screening campaigns.

2. Increase use of IHS cancer screening sites.












The current inability of the :I'ON_-tn acquire cancer data specifically for Nation merﬁher’s who

live within the boundaries of the Tohono O'odham Nation is of ﬁre’at concern. There is the

- -

possibility of obtaining a more accurate count of TON members who have been diagnosed and

F

treated for cancer. There are several options that the TON can consider:

Linking data between the |HS patient record
database and the records contained in the Arizona

- Cancer Registry (this would require a Memorandum
of Understanding between the two agencies).

Health Service information management system,

RPMS (Resource Patient Management System).

Enter into a negotiated Memorandum of
Understanding between the TON and the Arizona
Cancer Registry. The MOU would specify an
authorizing agent of the TON to requestdata and
assure the TON is accountable for its confidentiality.

Model the approach two other Arizona Tribes have
taken: to enter into a Data Sharing Agreement with
the Arizona Cancer Registry. This would require
matching TON enrollment data with Arizona Cancer

P HCQiﬁw data. /

Establishing'the'Stage'at Diagnosis

Determining what Stage cancer is in at the time of diagnosis is an indirect measure of the

quality of ear.ly detectign services (see Chapter 2). It also is useful in dnriumenting the'
chai!e__nge's faced by the systems-of-care. For example, garly stage breast and colon cancers

are potentially curable thruuéh surgical excision. Late stage cancer spmetime#_ __i'é: managed t_:y_,r
trying to deiay; further spread of the cancer. The low yearly counts of TON cancer cases results

’ . /
















GOAL 3: Increase access to appropriate and effective diagnosis and treatment
services

Objective 3.1: Review information contained in mapping project report.
Strategies:

1. Disseminate report to cancer committee for review.

2. Provide overview of report to cancer committee to encourage discussion.

3. Decide what report recommendations the cancer committee ought to address.

Objective 3.2: Review information contained in Analysis of Tohono O’odham Nation Cancer
Cases Diagnosed From 1995-2006.

Strategies:

1. Disseminate report to cancer committee for review.

2. Diagnosis and Treatment Subcommittee to provide overview of report to cancer committee
to encourage discussion.

3. Decide what report recommendations the cancer committee ought to address.

Objective 3.3: Secure authorization from the TON council for the Tohono O'eodham Cancer
Program to ask the ACR for periodic TON-level cancer data.

Strategies:

1. Meet with ADHS Arizona Cancer Registry to determine requirements for receiving ACR data.

2. Educate DHHS leadership, TON Health Oversight and Legislative Council on method for
receiving ACR data.

Objective 3.4: Decide on and begin first steps to institutionalize receipt of diagnosis dataon a
regular basis.

Strategies:

1. Educate cancer committee on the various options available for receiving diagnosis data.
2. Decide what option the cancer committee will recommend to the DHHS leadership, TON
Health Oversight and Legislative Council for receiving diagnosis data on a regular basis.









has approved informal support services to families who need childhood hospice services if the
symptom management isn’t difficult.

The Cancer Planning Committee (CPC) commends the Tohono O'odham Nursing Care
Authority for the wisdom and foresight to establish a hospice program for members over the
age of eighteen. The Tohono O’odham Cancer Planning Committee would like to see hospice
services established for children with cancer. This would be a positive step towards thg
comprehensive cancer control program that the Tohono O’odham Nation is seeking.

An additional need identified by a 2008 focus group participant, requested respite care for

caregivers of cancer patients.



Quality of Life Goals;fObjectives'and S

GOAL 4: Improve the quality of life for Tohono O’odham Nation members whose
lives are shortened by cancer.

Objective 4.1: Increase awareness of Nation members and health care providers about what
types of patients are appropriate referrals for hospice services, including cancer patients.

Strategies: s
1. Educate Nation members in order that appropriate referrals for hospice care can be made.

2. Educate health care providers in order that appropriate referrals for hospice care can be made.

Objective 4.2: Determine options for providing respite for caregivers of cancer patients.

Strategies:

1. Obtain information about available respite opportunities on the TON.
2. Educate the cancer committee on availability of respite opportunities.
3. Determine next steps based on information.

Objective 4.3: Determine options for palliative care availability at the Indian Health Services
Sells Hospital.

Strategies:
1. Obtain information about palliative care programs available at other IHS facilities.
2. Educate the cancer committee on availability of palliative care programs.

3. Determine next steps based on information.
Objective 4.4: Explore options for providing childhood cancer hospice services for the Nation.

Strategies:

1. Obtain information about available childhood cancer hospice service opportunities on the
TON and off the TON.

2. Educate cancer committee on available childhood cancer hospice service opportunities.
3. Determine next steps based on information.





















CHAPTER 6

Victor Carrasco, MHSA, CHAIR
Patient Services Manager

The Leukemia & Lymphoma Society
Desert Mountain States Chapter
Desert Mountain States Chapter

Phoenix, AZ

Albert Adler, MD
Pediatrician

Sells Service Unit
Indian Health Services

Mary Antone-CHR

Community Health Representative Program
Division of Community Health Services
Department of Health and Human Services
Tohono O'odham Nation

Loriann Cruz-CHR

Community Health Representative Program
Division of Community Health Services
Department of Health and Human Services
Tohono O'odham Nation

Barbara Juan-CHR

Community Health Representative Program_« . »

Division of Community Health Services
Department of Health and Human Services
Tohono O'odham Nation

Loretta Ortega-CHR
Community Health Representative Prog
Division of Community Health Services
Department of Health and Human Serv
Tohono O'odham Nation

Polly Osife-CHR
Community Health Representative Program

Division of Community-Health Services
Department of Health and Human Servic
Tohono O'odham Nation e :

-

Marlene Saraficio, B.A.Ed., M.A.Ed.
Public Health Educator

San Simon Health Center

Sells Service Unit

Indian Health Services

CANCER

Ty,
-

Photo Courlesy, AZHISTO3S















Siblings of childhood cancer patients can feel lost or overlooked. Sometimes one or both
parents may spend a lot of time in the hospital with the sick child. Sometimes siblings feel
guilty about being healthy, feel resentful at their sibling for getting all of the parent’s attention
or feel angry, sad, anxious or lonely. Siblings should continue their daily school and other
activities. It is important for parents to communicate with school personnel, friends, teachers,
and coaches about the situation so they can provide support where appropriate.

[See Appendix 4 for general guidelines to help siblings cope with a brother or sister with

cancer.]”

SChOoOol ke-ENntry,

Returning to school may bring up fears from friends, teachers and other children. These fears
may be due to missed schoolwork, social activities, changes in abilities and appearances, and
a new routine.

Discuss any fears with the child before the beginning of school. Many hospitals or
arganizajiuns provide re-entry school programs for children returning back to school after
cancer treatment. Ask your treatment team if they know of such programs. Additionally, in
order to reduce anxieties meet with school administrators to talk about your child’s challenges
and develop a re-entry plan. A parent or guardian is the most powerful advocate for a child. If
necessary, ask your physician to write a letter outlining the child’s physical limitations or

physical needs.



and Strategies

GOAL 6: Increase educational and support services for children affected by cancer.

Objective 6.1: Develop a list of resources for parents affected by a childhood cancer.
Strategies:

1. Reach out to the community for current resources.

2. Interview human services agencies serving the TON.

3. Contact national cancer organizations for local access to their resources.

Objective 6.2: Document how TON schools deal with children with cancer returning to school.

Strategies:

1. Contact school administrators to see if there is a set policy or procedure for these events.
2. Contact school counselors or nurses to speak about their experiences of children with
cancer re-entering school.

3. Document what each school is doing and note best practices that others can emulate.

Objective 6.3: Develop bereavement support for children who lost a parent or loved one to
cancer.

Strategies:

1. Obtain information about establishing bereavement support.

2. Educate the cancer committee about bereavement support best practices.

3. Outline the components to be included in a bereavement support program.

4. Determine which agency will be responsible for providing bereavement support.









The Tohono O’odham Utility Authority (TOUA) also found elevated levels of methylene
chloride in surface water samples. Remediation involved the placement of fencing around the
gravel pit area to keep the cattle and most wildlife out. The local O’odham considers the Choulic

gravel pit area “a sick area”.

The O’odham have endured a growing list of environmental concerns. The two active copper
mines (Cyprus Tohono and ASARCO Mission) have caused the U.S. Environmental Prot_ec“tian
Agency (EPA) to monitor impacts to the Nation’s water resources and air quality. Archaic and
unsafe mining practices have produced uranium and sulfate in the groundwater at Cyprus
Tohono and adjacent areas. Dust pollution, sulfate contamination of groundwater, and the
erosion of the tailing and dump structures are prevalent at ASARCO.

Although there are many examples of threats to the environment and the wellness of the
O’odham, the focus of the Environment and Cancer Committee will be on the threat of arsenic
in the public water systems on the Nation.

Arsenic concentrations in the water on the Nation range from a trace amount to 1000 parts
per billion {pphf Most of the arsenic is incorporated in thick clay-rich basin-fill deposits
throughout the Nation. Arsenic is a cumulative poison and is a carcinogen. The EPA maximum
cuntaminant level (MCL) is 10 ppb. There are at least 23 communities on the Nation that have
elevated levels of arsenic in their drinking water.

According to the TOUA, 17 of the 35 public water systems have arsenic levels at 10 ppb or
higher. The range of arsenic in these public water systems is from 10 ppb to 32 ppb. Although
the range of arsenic on the Nation may be considered low when compared to other areas in the
U.S. and Arizona, it is the opinion of the Environment and Cancer Committee that these levels

may be inked to gastro-intestinal sickness and skin lesions and may be a precursor to cancer.’

7
Kenneth J, Hollett and Joanne M. Garreft. 1984, Geohydrology of the Papago, San Xavier, and Gila Bend Reservations, Arizona 1978-81. Hydrologic Investigations Atlas HA-S80.
US Geological Survey.

wc.'ﬁ'. Stockton and Associates, Incorporated. August 4, 1994, A Preliminary Evaluation of possible ground water pollution from hydrocarbons suspecied to be buried in a gravel pit located
2.8 miles east, southeast, of Choulic, Arizona, Tohono O'odham Nation,

i
18 Personal Communication. July 2004, Jennifer Botsford, Office of Envirenmental Mealth, Bureau ol Epidemiclogy and Disease, Arizona Depariment of Health Services. Phoenix, Arizona.



Additionally, a study has correlated arsenic exposure through drinking water with a higher
prevalence of Type 2 diabetes.”

It is also the opinion of the Environment and Cancer Committee that all Americans, including
the O’odham, are entitled to clean water under the Safe Drinking Water Act. Whether arsenic is
linked to illness or cancer is not as critical as the fact that low-level chronic exposure to the
human body is not a healthy thing. The Environment and Cancer Committee also has concerns
about O'odham drinking water from private wells (not serviced by TOUA) in areas where the
arsenic concentration in groundwater is over 10 ppb.

Currently, the TOUA and the EPA are using an arsenic pilot treatment plant at the public
water system with 33 ppb. The iron oxide adsorption water treatment at this public water system
has reduced the arsenic level to less than 1 ppb? This type of remediation or an alternate source
of water that complies with the arsenic standard is needed at the seventeen other public water

systems. The Nation’s Department of Water Resources (DWR) and the IHS are actively searching

for water sources with arsenic concentrations below 10 ppb to supply the arsenic affected areas.

It is the recommendation of the Environment and Cancer Committee that the Centers for
Disease Control and Prevention {CDC'} and its sister agency the ATSDR conduct an
envirunnjental health consultation with the Nation concerning the arsenic in the drinking water.
It is also recommended that the CDC and ATSDR use their public health authority and influence
to help the Nation obtain federal funding for well drilling, pipeline construction, and the

purchase of additional arsenic water treatment facilities so all public water systems have

drinking water that meets EPA’s standard for arsenic.

=~ Ana Mavas-Acien, Elen K. Sibergeld, Robeno Pastor-Bamiuso, and Eliseo Guallar, 2008, Arsenic exposure and prévalence of Type 2 diabetes in US adults. Jeurnal af the Amarican

Medical Association 2008:300(7):814-822.
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Personal Communication. July 2008, Myt Mcintyre, Water and Wastewaler Degartment, Tohono O°edham Utility Authority. Sells, Anzona.




























































































































































General g__ﬁidelines to help siblings cope with a brother or sister with cancer

Jr—— L - sl e - - i 5 L J e o -

Be honest with your children about the diagnosis and treatment of their sibling. If
appropriate, introduce the siblings to the medical team who can give medical information
and make siblings feel special too.

Give siblings information that is age-appropriate and dissolve misinformation such as if
cancer is contagious.

i i Be open and willing to answer questions as their siblings treatment continues and involve
the sibling in the treatment if possible and arrange for them to visit the hospital.

Remember that all children have problems and may require the attention of the parent;
provide consistent and fair discipline.

Let siblings know that you love them and that you are proud of them.
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